1.. Introduction {#S001}
================

Across the twentieth century and into the current century we have seen widespread advances in our abilities to prevent, detect and treat a range of diseases. Rapid developments in the so-called 'post-genomic' research and medicine also offer the possibility of much more targeted interventions to prevent and tackle diseases, turning conditions like cancers into chronic rather than terminal conditions. These developments in medical science and technologies are celebrated in popular and policy narratives because of their potential to improve our lives and ensuring an effective and efficient health care system. Yet this agenda comes with risks and questions attached. Most notably, extensive research, monitoring and interventions in the interests of conquering disease has the potential to make patients of us all as we attend to the possibility of developing or lapsing into disease through the lifecourse.[^1^](#FN0001){ref-type="fn"} [^1]

Being a patient in the contemporary post-genomic era is freighted with moral and political decisions, social practices and new organisational forms. This raises questions about the ways in which biomedical research, diagnosing, monitoring and treatment of disease or its possibilities are changing patienthood, bringing new demands for particular kinds of emotional and embodied practices on the part of patients or patients-in-waiting.[^2^](#FN0002){ref-type="fn"} [^2] As sociologists of biomedicine have argued, we need to think carefully about how these practices are distributed, experienced and valued, and the ways in which this is reconfiguring the implicit contract between the individual and the healthcare system.[^3^](#FN0003){ref-type="fn"} [^3]

This means engaging with the interactions which make up the experiences and notions of contemporary patients, not just amongst and between patients and doctors, but across the innovation spectrum, including more hidden processes of patient involvement and representation in biobanking, trials and data analytics and cultural industries of social media and patient advocacy.[^4^](#FN0004){ref-type="fn"} [^4] To explore this we need to approach patienthood as dynamic, multi-faceted and performative -- as woven from a web of socio-technical processes rather than fixed in individual experiences or attributes.[^5^](#FN0005){ref-type="fn"} [^5] We need to understand these processes, not by normative argument about whether one would or should uptake new technology, but by considering how bodies, emotions and subjectivity feature in a wider set of decisions and discussions about efficacy, use and entitlements to biomedical technoscience.[^6^](#FN0006){ref-type="fn"} [^6]

Although there is clearly a need to consider the embodied subjectivities of all of the different actors who encounter biomedicine -- scientists, healthcare practitioners, policymakers -- here we turn our attention to patients' bodies, given that these are principal bodies on which technoscience impinges and indeed develops. We focus on how their bodies and emotions co-produce the innovation and regulation of biomedical technoscience.[^7^](#FN0007){ref-type="fn"} [^7] If patients are, like philosophers, seeking particular answers to their condition, and the human condition besides, how is this achieved via their bodies and technologies combined? And what of the patients who do not participate or are not acknowledged in these processes? What is their embodied experience and relationship to biomedical innovation and regulation; where does the resource offered by their body generate value; and who benefits? As this mention of value reminds us, patients are increasingly asked to participate in biomedical innovation as research subjects, evaluators, monitors, campaigners, commentators, donors and fund-raisers. Despite the fact that these practices generate value, they are not often considered or remunerated as 'work'. There is also little reflection on what kinds of patients are able and willing to contribute in these ways.[^8^](#FN0008){ref-type="fn"} [^8]

To explore these questions we focus our attention on cancer in the post-genomics era. We have chosen cancer because it is both ubiquitous and the site of rapid biomedical advancement. It is estimated that more than one in three people will be diagnosed with cancer over the course of their lives,[^9^](#FN0009){ref-type="fn"} [^9] and so almost everyone is touched by cancer as family members, friends, charitable donors and citizens. Nevertheless, these experiences vary dramatically as the stubborn deprivation gap in the incidence and prognosis of cancer attests.[^10^](#FN0010){ref-type="fn"} [^10] Inflected through the politics of gender, class, age and ethnicity, experiences of cancers vary dramatically. At the same time rapid developments in cancer genomics have introduced new clinical trials, treatment regimes and monitoring practices.[^11^](#FN0011){ref-type="fn"} [^11]

There is also a veritable industry of charitable donations, research initiatives, treatment centres and cultural products associated with cancer where patients are consumers and producers of the disease, diagnosis and therapy. Cancer is at the frontier of novel ways of 'doing medicine and health care', embracing Prediction, Prevention, Personalisation and Participation, or the 'P4 paradigm' as it is known in biomedicine.[^12^](#FN0012){ref-type="fn"} [^12] Patients\' bodies are involved in myriad ways with contemporary cancer research, innovation, care and regulation. In what follows we explore three key sites of embodied biomedical innovation and regulation: (i) cancer drugs trials (ii) national genomics data initiatives and (iii) public funding for targeted treatments, in order to think more broadly about the ways (particular kinds of) patients bodies are implicated in innovation and regulation in the post-genomics era.

2.. Being on trial {#S002}
==================

Participation in clinical trials is now an established part of cancer therapy for growing numbers of patients, not just those at an advanced stage of the disease.[^13^](#FN0013){ref-type="fn"} [^13] This is reflected in the practices of large national organisations like Cancer Research UK, who provide 'Find a Trial' services online to give patients the chance to access new therapies. As drugs have developed to target particular configurations of cancer genomics, patients can search according to their cancer subtype, as well as the drug the trial involves. Patients groups are also actively involved in campaigning to increase access to trials amongst their constituencies, working in partnership with trial providers across the private and public sectors.[^14^](#FN0014){ref-type="fn"} [^14] As Moreira and Wills have argued, debates about design, organisation, and evaluation extend beyond the clinical community involving patients in new ways, as consumers and producers of trials and their results.[^15^](#FN0015){ref-type="fn"} [^15]

However, this proliferation of trials rests on an uneasy tension around the public and personal benefits of trial participation.[^16^](#FN0016){ref-type="fn"} [^16] The scientific logic of later phase trials is that participants are assigned randomly to the new experimental treatment or the 'control' arm of the trial which uses conventional treatment, in order that the safety and efficacy of the new drug can be established; as a result new trial designs have to embrace molecular stratification through ever more complex protocols. But it is widely recognised that patients often join these trials because they want to access the experimental treatment, in the hope that it will prove to be more effective than conventional treatment.[^17^](#FN0017){ref-type="fn"} [^17] Participation in trials has, for many professionals and patients, become an established part of contemporary cancer care. Their proliferation means that cancer professionals, whether in developed or developing countries, work across research and clinical practice, negotiating and reproducing tensions around altruistic and personal benefits when engaging with patients taking part in trials. As Catherine Will has found in ethnographic research, professionals' 'formal and informal strategies for living with this distinction may have the unintended consequence of making research appear supplementary to rather than simply different from clinical care\'.[^18^](#FN0018){ref-type="fn"} [^18]

This involves patients in devoting time and energy to involving themselves as trial participants -- providing information and updates, travelling to trial sites and interviews and keeping a close eye on their health and any side-effects from treatment. This situation is further complicated by the targeting of trials and treatment; in order to achieve the required number of participants, trials may increasingly require patients to travel. Patients make this kind of investment in travel and experimental treatment not simply because of a sense of altruism but because of a desire to access treatments not available locally. In countries where publically funded healthcare is not widely available, participating in commercially organised trials can also be a route to conventional treatments and better basic healthcare. As Petryna notes, there is a wide diversity of investments and experiences of trials amongst patients, depending on their social location and the progression of their illness. For those who are very ill or impoverished, clinical trials might present 'their best medical option rather than ... "mere" experimentation', and for others trials might also be a source of income.[^19^](#FN0019){ref-type="fn"} [^19] However, there have been ethical dilemmas regarding participation in cancer screening trials, the control arms of which do not necessarily give access to standard treatments available in other countries but not typically in the location of the trial.[^20^](#FN0020){ref-type="fn"} [^20]

Despite this proliferation of trials, there is little qualitative information on patients' experiences of participation or non-participation in novel cancer trials, particularly the kinds of embodied, emotional practices this involves for some (but not all) patients. Most of the data available are based on quantitative measures of quality of life conducted or participant experiences as part of the trial evaluations and piloting to improve trial design and operating procedures.[^21^](#FN0021){ref-type="fn"} [^21] There are, however, a number of patient testimonies online that give some insights into what it is like to be 'on trial', albeit typically from a privileged, largely middle-class, perspective. These narratives are performative,[^22^](#FN0022){ref-type="fn"} [^22] in that they constitute part of the work patients do in participating in trials. Such stories about trial participation typically form part of a clinical trial organisation\'s website and comprise one way in which people can be encouraged to join clinical trials; they also create the hybrid identity of patient/research subject. For example, in the Stanford Cancer Institute blog,[^23^](#FN0023){ref-type="fn"} [^23] patients give testimony about the value and benefits of being in a trial, describing their emotional journey from diagnosis through treatment to survivorship. Trials here are presented as their 'best option' and doctors as 'healers' who are offering patients the chance of the most advanced treatments.

In these accounts, survivors emphasise the need to be hopeful and pro-active rather than fearful or passive in the face of cancer. In accounting for the sacrifice of travelling long distances to take part in trials because of the benefits this could bring to their own health and the future of a cure for others, and telling stories of hope, sacrifice and participation, participants are doing emotional work[^24^](#FN0024){ref-type="fn"} [^24] as well as embodied physical work as part of being on trial and producing value in the bioeconomy. Discourses of hope are produced and reproduced through the clinical trials industry and patient narratives about their involvement in novel trials. Research suggests that, in relation to trials generally, patients hope that they are in the treatment arm,[^25^](#FN0025){ref-type="fn"} [^25] and that consent to randomisation is not fully informed, raising challenges for patients and clinicians and others engaged in clinical trial recruitment.[^26^](#FN0026){ref-type="fn"} [^26] New cancer trials in the era of stratified medicine may reshape discourses of hope embedded in the relationship between patient, trial recruiter and trial organisation and the role of drug treatment.

There are, however, less welcome emotions and bad feelings to be negotiated as part of trial participation too, although these kinds of practices are not well documented. One report by Eli Lilly,[^27^](#FN0027){ref-type="fn"} [^27] a large trial provider, nevertheless gives some glimpses into this, noting patients' disappointments and poor experiences with exclusion, information, consent forms, recruitment and the ending of trials. This can include not being able to access the trial at all, the level of medical support they would like during or after the trial, or finding out that they have been on the 'control' arm of the trial as opposed to the new treatment, and so have not had any potential advantage from their participation. These experiences highlight the uneasy tensions around patients' sense of entitlements to participate and benefit from trials, profit and the provision of public benefit by virtue of their participation. This suggests a reconfiguring of relationships between clinical care and research: being a patient, a research participant and a good biological citizen involves emotional work to handle the conflicting sense of responsibilities and rights involved.[^28^](#FN0028){ref-type="fn"} [^28]

Attention has also recently turned to the fact that patients' experience of side effects during their participation in trials are not always taken into account in the reporting and analysis of the trial results, because they can be 'filtered' by clinicians in such a way as to downgrade the severity of certain symptoms or even miss them entirely. Initiatives are now underway to address these deficiencies, through patients reporting directly on symptoms as part of the trial design,[^29^](#FN0029){ref-type="fn"} [^29] for example via digital technologies to enable 'real-time' reporting of their symptoms and side-effects: a form of 'participatory ethnography' using mobile phones.[^30^](#FN0030){ref-type="fn"} [^30] As some respondents in the Lilly report noted, however, this brings additional responsibilities to patients to act as data-recorders, which can be demanding, especially if the recording template is not easy to complete.

Patients' participation in trials is also extending as some of them become more involved in evaluation of trials and efforts to redesign them to improve participation and experiences, with much of this work focusing on how to improve patient understanding of the randomisation process in order to manage expectations of the trial.[^31^](#FN0031){ref-type="fn"} [^31] The Lilly report also points to patients' interests in giving more information to staff about how their lives were affected by being on the trial and in exchanging emotional support with other patients and families, perhaps in the form of a support group. These developments put patients' emotions to work in new ways, to support themselves and each other via exchange of information.

The expansion of clinical trials beyond the affluent West, particularly for vaccines for cancers such as cervical cancer (the biggest killer of women in the developing world), also brings new but different kinds of participatory practices. These trials give more women access to screening and treatments that are not otherwise available; but, there are many ethical and legal tensions around their funding, design and the processes of obtaining informed consent. There is an industry of commercial organisations involved in a global search for participants in trials.[^32^](#FN0032){ref-type="fn"} [^32] The low costs of running trials in developing countries and history of limited access to treatments amongst potential participants makes them attractive to pharmaceutical companies, but there have been controversies and allegations of under-reporting side-effects, and implicit coercion of participants in these trials because of their fears that their access to healthcare for their family would be compromised should they decline to take part. Participating in trials in these contexts transforms patients' bodies into a resource for the family, and involves the emotional work of managing responsibilities and obligations to kin.[^33^](#FN0033){ref-type="fn"} [^33]

Taken together these developments suggest a broadening and deepening of patients' involvement in designing, considering, participating in, evaluating and recruiting others to clinical trials, drawing on their embodied experiences and emotions when having treatment and managing and recording its effects. As Jespersen and colleagues have noted, clinical trials involve participants in 'entangled processes of bodywork, where data are extracted, objectified bodies are manipulated and care practices address the emotional, social and mundane aspects of the participants\' everyday lives'.[^34^](#FN0034){ref-type="fn"} [^34] There has also been a growth in the numbers of patients who are involved in trials as a routine part of their treatment and pressures to include more diverse populations in trials to improve applicability of results, which means that these practices are now being performed by more diverse kinds of bodies. However, there are clearly very different kinds of practices by participants depending on their position on the spectrum of affluent, active and articulate patients at once involved in challenging and co-producing trials and their results to deprived, vulnerable and dependent patients who are more likely to be providing their bodies as resources for the trial in exchange for more basic kinds of care for themselves and their families which affluent patients might take for granted. But, taken together, these practices make trials work, enabling corporations and healthcare bodies to develop and market treatments that generate both private and public benefit. Participants in trials leave their biological, social and emotional traces in the data, technologies and discourses they produce, but the work involved in their generation is largely invisible.

3.. Genomes 'r' us {#S003}
==================

In addition to their participation in clinical trials, patients and populations are increasingly involved in a range of large-scale biobanking initiatives. As a global example of neoliberalist tendencies in health and medical science, such initiatives enjoin novel 'technologies of the self', where individuals donate tissue, health and social information to research institutions which then mine the vast corpus of data this generates for associations between particular kinds of diseases and biological/social characteristics.[^35^](#FN0035){ref-type="fn"} [^35] In the era of high throughput sequencing and multi-national, globalised partnerships across the scientific community and biomedical industries, these initiatives are becoming an important part of national health research infrastructure, as the recent development of the 100,000 Genome Project in the UK demonstrates. This project aims to sequence 100,000 whole genomes from National Health Service (NHS) patients and their families affected by a range of diseases, currently focusing on rare disease, cancer and infectious disease. It was established by the Department of Health, with a remit to bring genomic medicine to the NHS and 'kick start the development of a UK genomics industry'.[^36^](#FN0036){ref-type="fn"} [^36] Like other post-genomic initiatives, the 100,000 Genome Project brings together national healthcare systems, publically funded laboratories, patients' organisations and patients' bodies in order to generate a vast array of biological data, including whole-genome, and social information as a platform for innovation, including by the global pharmaceutical industry. Here too, as with trials, we find a melding of care and research, as participants at once provide samples, data and support for repositories and further commercial developments, and receive more regular contact with health practitioner, health monitoring and feedback as a consequence of their participation.

To understand how participating in these initiatives extends the practices of patients and their families we can turn to explore the processes through which they give their consent, and some of the challenges to existing systems of informed consent that this brings. The complex networks through which these platforms are developed and utilised, particularly the dynamic research agenda and multiplicity of potential users of stored tissues and data over time, has challenged traditional processes of informed consent and led to a range of models which also demand other kinds of embodied work from donors and participants.[^37^](#FN0037){ref-type="fn"} [^37] One such model, for example, is that of 'dynamic consent', whereby participants maintain a connection to the repository and give consent to particular uses of their data over the course of their lives.[^38^](#FN0038){ref-type="fn"} [^38] However, the complexities and challenges of this model have led some to call for a different more collective model of consent where members of the public act, on behalf of donors, as custodians of their data.[^39^](#FN0039){ref-type="fn"} [^39] Custodial responsibilities include the need to be educated and informed about the kinds of data and science being performed and to be able to imagine how others might feel about their data being used in particular ways. As with patients involved in clinical trials, we find a proliferation of patients donating to or overseeing biobanks on behalf of other donors. These patients are being asked to donate time, intellectual and emotional work as well as data and tissues that they have produced through their embodied, social agency. This 'responsibilisation'[^40^](#FN0040){ref-type="fn"} [^40] of patienthood brings their labour directly into the production of scientific knowledge and novel healthcare interventions.

These new responsibilities for patients involved in biobanking sit alongside an intensification of what Hoeyer calls 'ethics work' that has grown as part of their infrastructures, which includes obligations for donors as well as custodians to reflect on their relationship to their donated materials in new ways.[^41^](#FN0041){ref-type="fn"} [^41] As Knoppers et al have also argued, 'the data deluge that is already engulfing biostatisticians may soon be repeated for citizens' as they have to work out what they do and do not want to know as findings from biobanks emerge.[^42^](#FN0042){ref-type="fn"} [^42] This requires particular kinds of embodied reflection and decision-making on the part of participants who might be asked whether or not they would like to know or they think others would want to know about how their bodies respond to particular drugs, their propensity to develop certain diseases in the future for which there are not necessarily preventative measures to be taken, and their capacity to live with the uncertainties this information might generate, should they opt to receive it. To be in a position to form a view or respond to these types of questions participants must draw on their embodied 'stock of knowledge'[^43^](#FN0043){ref-type="fn"} [^43] about other healthcare experiences and project their selves into the future to imagine how they might feel about other kinds of uncertainties and risks in their lives. These practices are forms of work on one\'s self and one\'s futures, involving emotional and ethical management of identity and belonging for individuals, families and patient communities.

The extent to which donors might take on this kind of work, of course, varies according to the location, size and longevity of the projects and initiatives with which they are associated but there is evidence to suggest these initiatives are becoming longer and larger over time, changing the nature of participants' involvement. For example, increasing recognition of the complexity and heterogeneity of cancer has prompted the integration of institutional biobanks with a view to providing more comprehensive resources of biological and lifestyle information for translational medicine and targeted therapies and interventions.[^44^](#FN0044){ref-type="fn"} [^44] This agglomeration has produced large-scale biobanks where donated tissues and data are shared internationally. This raises questions about what kinds of practices are required to transform and steward patients' data in these complex initiatives, including how patients' views are represented in this process, for example via global protocols and procedures required to align these banks for research. Here custodians of biobanks, including some patients or former patients, must grapple with how patients' and donors' emotions and values are to be traced and worked upon in these extended research processes.

These questions are particularly important in the context of the obligations and entitlements of national or global citizenship within which biobanks operate. When biobanks are positioned as national assets, donation is associated with the duties of national citizenship. For example, countries like the UK have sought to position their comprehensive NHS as an invaluable network of resource generation, recruiting patients as donors and building up a database which will form part of the growing biomedical sector in the UK and attract investment from pharmaceutical companies who will pay to access the information. Here becoming a donor or a 'lay representative' is presented as an extension of the obligations of patienthood -- a way for patients to 'give back' to the nation and grow the bioeconomy for the benefit of future generations. To donate is to make an emotional and material connection with the NHS, the nation and its future citizens.

Biobanks are also configuring patient advocacy in new ways, forming an important dimension of their efforts to support and progress research into their condition. Many disease-specific biobanks have strong relationships with patient advocates, which are vital in the recruitment of donors, particularly for rare diseases.[^45^](#FN0045){ref-type="fn"} [^45] Knoppers and colleagues give the example of the Genetic Alliance BioBank,[^46^](#FN0046){ref-type="fn"} [^46] a network of genetic advocacy groups, which has provided 10,000 samples/records to this biobank. Being this kind of active patient involves work to constitute the biobank initiative and generate benefit from its results -- patients are also involved in lobbying large national and international banking initiatives to focus attention on the particular type or subtype of disease the group represents, potentially competing with other kinds of rare or common cancers, and implicitly different social groups according to class, race, gender and age (given that cancer is stratified according to social location as well as genetics). For many advocates these banks are not likely to generate direct, personal health improvements, so their investment is in future health benefits for their fellow sufferers or families in the case of hereditary diseases. Patients involved in these kinds of advocacy organisations are however central to the ethical apparatus of these biobanks, forming a resource not just for samples and data but ethical reflection and perspectives which is now routinely gathered as the banks set up their operational and governance procedures. Patient representatives like these are active parties in the production of consent forms and data confidentiality procedures, especially where there are concerns about information becoming accessible to third parties, like insurance companies, and there is a perceived need to protect donors from potential discrimination.

It is also important to note that patient involvement in establishing, resourcing and overseeing biobanks is patterned according to class and social location, with particularly stark contrasts to be found between the work expected of 'donors' in affluent and developing countries.[^47^](#FN0047){ref-type="fn"} [^47] The history of biobanking in developing countries is marked by colonial relations, and there continue to be concerns over the exploitation of donors as research 'objects' rather than active subjects. This has prompted a range of activist organisations to campaign for consultation with prospective participants about the design of the biobank[^48^](#FN0048){ref-type="fn"} [^48] and brought issues of benefit sharing, with donors and communities, into sharp relief. There have also been disputes over the generation of intellectual property from these banks, particularly for global multinationals who are able to access results and generate treatments whilst the donors remain in countries with poor healthcare provision.

Patient participation in cancer biobanks, then, is not a straightforward matter of donating tissues and data, but of actively negotiating a much wider terrain of embodied participation that articulates a range of entitlements and obligations around citizenship, family and disease-group. This includes patients who are directly involved as donors as well as those recruited to the business of 'ethics work' or politics around privacy, ownership, resources and recruitment to the databases. Donation or oversight requires that patients draw from and reflect on their own and their fellow patients\' experiences, perspectives and emotional responses to particular developments and opportunities as they evolve, rather than a simple 'giving over' of their bodily tissue or personal information. However, not all patients are in the same position to participate in the constitution or oversight of biobanks, or to experience the rewards that this kind of activity might generate, for their identity, personal health or financial security or that of their family/fellow patients in the future. While recognising that the agency of individual patients and their collectives actively shapes their involvement in neoliberal scientific enterprises, such as biobanks, including not to become involved, others may feel or be actively marginalised through these processes. Biobanks rely on patients\' emotional donations and reflections beyond the period of their active donation, utilising the affective investments of individuals for the benefits of the nation and the various corporate bodies through which this is to be realised.

4.. Public funding for targeted treatments {#S004}
==========================================

So far we have considered a range of practices associated with being a patient-participant in biomedical research in the post-genomics era, especially the emotional and ethical work associated with managing the hopes, challenges and obligations of involvement during and beyond the period of active donation or participation in trials and what patient representatives do when they negotiate the governance, stewardship, benefit sharing and future possibilities of these kinds of initiatives.[^49^](#FN0049){ref-type="fn"} [^49] We now turn to consider the demands and emotions associated with accessing novel treatments and therapies in the post-genomic era, and the kinds of practices involved in managing the different kinds of clinical, institutional and policy challenges these can bring.

The post-genomic era has brought with it a panoply of expensive cancer drugs for particular sub-types of common cancers like breast or prostate cancer. These drugs are not universally available because of their high costs and the mixed economy of provision across different jurisdictions. In some countries with healthcare systems based on personal insurance cover, the drugs are available to those on the most comprehensive schemes whilst others with no or only basic insurance will not be covered and are unlikely to be able to fund the treatment themselves. In countries with national health services, such as the NHS in the UK, regulation of access to the drugs is complex. Decision-making about drug funding is subject to intense government scrutiny and comment by a range of organisations and companies, including the drug companies involved in manufacturing and setting the price for these drugs and patient and charitable organisations as well as patient and public commentators across social media. In England until recently, this involved two bodies with different remits -- the Cancer Drug Fund and the National Institute for Care and Excellence (NICE). The methodologies used by organisations like NICE to assess whether or not to fund expensive drugs rely on Health Technology Assessment algorithms which attempt to quantify quality of life, for example the Quality Adjusted Life Year (QALY). These processes of assessment often mean that cancer drugs are deemed too expensive.

Organisations like NICE also function on the public stage, with its leading members actively involving themselves in debates about the need for drug companies to price responsibly and for the nation state to make difficult decisions which balance individual patients' interests with that of the public more generally, given the finite budgets available for healthcare. The Cancer Drug Fund is also a highly political body. Set up in 2010 because cancer was deemed a special case for exceptional funding which fell outside of the NICE remit, it has seen its budgets soar to over £280M, but it is still not able to fund all of the treatments requested and recently a range of drugs were removed from its approved list to prevent a predicted over-spend of £100M. Commentators have suggested that the Fund is in difficulty because it has not been able to use mechanisms to drive down the cost of treatments, in the way that NICE has, and they have queried the extent to which cancer drugs (as opposed to other kinds of treatments for cancer or other serious diseases) should be a special case, given these high costs.[^50^](#FN0050){ref-type="fn"} [^50] However, a range of critics have condemned the Fund\'s decision to 'strike off' drugs from its approved list, on the basis that the benefits of the drugs to individual patients are not being properly assessed.

The case of trastuzumab emtansine (Kadcyla) illustrates some of the complex practices of patients and former patients which form part of these processes of negotiation. Kadcyla, which costs an estimated £90,000 per patient, reportedly prolongs life by six months longer than standard treatment for women who carry the human epidermal growth factor 2 (HER2) gene mutation, which affects an estimated one in five of women with advanced breast cancer. In a recent ruling, NICE did not approve funding for Kadcyla on the grounds that it was not cost effective. NICE determined that the cost of the drug set by the manufacturer, Roche, far exceeded the financial threshold of affordability of QALY of £20--30k. This has also been true of seven other advanced breast cancer drugs that have been brought forward for approval since 2011.[^51^](#FN0051){ref-type="fn"} [^51] The Cancer Drug Fund does fund Kadcyla treatment but recently ruled that three other similar drugs would only be available on a limited basis.

Breakthrough Breast Cancer has been among the organisations involved in debating these decisions. In the case of NICE and Kadcyla they focused attention on the responsibility of Roche to price in a reasonable way, as did the NICE Chief Executive Officer, Andrew Dillon.[^52^](#FN0052){ref-type="fn"} [^52] Patients' experiences also play a prominent role in these discussions, with patients talking about their hopes, anger and disappointments with respect to their condition and its treatment, as well as their wider sense of the obligations and entitlements of citizenship and sickness. Patients, clinicians, support groups, charities and manufacturers variously emphasised the benefits of accessing these drugs in terms which challenged conventional measures of months-left-to-live and focused on the vital time that this gives patients to spend with their families, in relatively good health, for example, 'giving women back a normality to their lives' in their final months.

These discussions were particularly emotive when conducted in the national media, for example in the blog posts of journalists like Judith Potts, of the *Daily Telegraph*.[^53^](#FN0053){ref-type="fn"} [^53] Potts' tagline tells us she was diagnosed with cancer in 2008, and this fact is used as a platform on which to build her interventions in the cancer funding debates. She appeals to the experiences of cancer patients when making her argument that these drugs should be publically available. For example, Potts argues, 'an extra six months of life may seem very little to NICE but it allows the patient the time to say goodbye, to put affairs in order, or perhaps attend a family event'. Although acknowledging the high cost of the drugs, Potts points out that the manufacturer has invested in development and needs to see a return on this investment to be viable; she criticises NICE for being uncaring and immoral for not giving the public a return on their National Insurance payments by refusing to fund this drug. As Lakdawalla and colleagues have argued, patients in these situations can prefer 'hopeful gambles to safe bets' and their involvement in lobbying regulatory processes is, in part, a matter of trying to factor in the value of hope into Health Technology Assessment algorithms.[^54^](#FN0054){ref-type="fn"} [^54]

At the same time, patient groups are actively involved in taking these kinds of arguments to the regulators, translating their and others' experiences of new expensive treatments into the kinds of evidence of 'unmet need' that HTA bodies require. They are working together with governmental bodies, NICE and pharmaceutical companies in a review of the Cancer Drug Fund and its rising costs. Here patients' representatives are doing political work, drawing on their emotional connections and embodied experiences of cancer to try to evaluate particular drugs, quantifying and justifying treatment benefits as set against conventional treatments, e.g. extra time spent with family and reduced side effects and, at the same time, acting as custodians of the public interest, in the context of an ageing population. In other clinical areas, hope is sustained through active efforts by patients to access experimental or unavailable treatments through 'medical tourism\',[^55^](#FN0055){ref-type="fn"} [^55] rather than through political lobbying.

These kinds of contributions also give insight into what is involved in being on these kinds of treatments, when they are available. Decision-making about the provision of drugs also takes place locally in the clinic and the regional group in which it sits, and this can involve patients in active negotiation with their clinician and administrative bodies to present their case for treatment. Patients who are more affluent also have the option of purchasing these drugs directly. Patients with a terminal diagnosis are involved in managing the uncertainties of their condition as well as their and their families' hopes for a future that may not exist, as Brown and de Graaf have argued.[^56^](#FN0056){ref-type="fn"} [^56] This can include 'constructing, bracketing off or discounting the value of the future' as a way of coping with uncertainty. Patients also have to weigh technical information as part of this process, for example risks, toxicity and potential benefits, a process which cannot be performed without emotional as well as cognitive work, including encounters with fear and grief.[^57^](#FN0057){ref-type="fn"} [^57] They also have to build alliances and manage emotional connections with care givers as part of their efforts to access particular treatments, again practices that the most affluent and socially adept patients are much better placed to perform than those with less social and cultural capital.

Our argument here is that these kinds of intervention are not simply a matter of patient participation in or lobbying for regulation or treatment decision, but in innovation more broadly. It is through the extended availability of novel drug therapies that companies are able to develop a viable market and collect data on patient responses, enabling them to reconfigure the treatment pathway, and other therapies under development. Patients' variable responses to novel cancer treatment therapies are a crucial platform for understanding the basic aetiology of cancer,[^58^](#FN0058){ref-type="fn"} [^58] so these kinds of patient interventions in the politics of treatment are as much a constituent part of the innovation process as the embodied practices and emotional work of patients engaged in clinical trials and biobanking. Patient involvement in public and policy discussion and debates about drug cancer treatment availability are also part of the innovation process given that it is as much a political as a technical pursuit in the seamless web of contemporary technoscience.

As with the case of trials and biobanks, however, we must also recognise that the performance and reach of these kinds of patient practices is stratified according to the cancer and the social location of the patients concerned. Patients' embodied interventions in innovation and regulation of novel therapies is most obviously valued and appreciated in relation to cancers which are already highly visible on the national public stage, and tied into a wider set of political claims for legitimacy/support such as breast cancer and women\'s rights or prostate cancer and men\'s rights: cancers where patients 'fight' for treatment and rights simultaneously.[^59^](#FN0059){ref-type="fn"} [^59] These cancers are also preferred candidates for advocacy because there is no strong moral discourse of individual responsibility for their development, in contrast to the much more stigmatised lung cancer. This increases the resonance of patients' embodied advocacy for novel treatments, at the same time implicitly de-legitimising claims for other kinds of treatments or other kinds of diseases where individual rights are outweighed by perceived responsibilities. Patients' capacity to lay claim to entitlement to novel therapies is also mediated by class and ethnicity, with cancers affecting predominantly white and middle-class constituencies dominating claims to expensive targeted treatments. Again, patients' uneven entanglement in the complexities of biomedical innovation and its effects demands a range of emotional, cognitive, reflective, ethical and physical work.

5.. Conclusion {#S005}
==============

In this short review of three key dimensions of contemporary cancer research and treatments we have suggested that being a cancer patient nowadays involves a variety of largely overlooked embodied or emotional work which nevertheless makes a vital contribution to biomedical innovation in the post-genomics era. We have also suggested that patients' capacity or willingness to engage in these practices is likely to be patterned according to their social location and biological conditions and will vary according to the particularities of the research or regulatory process concerned. Patient participation and partnership with healthcare systems, biomedical research platforms and the pharmaceutical industry is essential for the future success of post-genomic medicine. Yet these developments rest on unexamined requirements of the 'work' done by patients.

This suggests the need for further analysis of the different ways in which some patients are contributing to innovation processes and with what effects, and of how this compares with other practices which are considered to be 'work', such as care. Analysis must also focus on how others are perhaps more marginalised from these processes and opportunities, and what the consequences of these exclusions might be for the kinds of innovations being developed and patients' experience of disease and healthcare. It also suggests the need for further consideration of how we might account for and give value to the largely hidden kinds of work that some patients are doing as part of the innovation process.

This leads us to ask whether patients' emotional management of hope, obligation and entitlement (as well as the emotional 'dirty work'[^60^](#FN0060){ref-type="fn"} [^60] of handling despair, alienation and anguish) should be transparently recognised as part of the innovation process. This might mean a different form of accounting for costs and benefits, including financially. Beginning to conceptualise these activities as work has the potential to change how we understand and manage participation in trials or biobanking initiatives, helping us to understand why and how patients might take a stake in the benefits generated by these initiatives. Possible avenues for taking this forward could include participation in priority setting and consideration of different models for benefit sharing or compensation for the work involved in 'being a patient'. Engaging with these issues about the value of patients' work and the work of creating value in biomedical innovation is a crucial task for policymakers, sociologists and ethicists in the post-genomics era.
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